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UK CCN Network and SAPHNA SPECIAL INTEREST GROUP

Nurses working with SEND children and young people

Meeting (virtual) held 18th May 2022 2pm-3pm


	


	Attendees: 
	(ED) Elaine Davies
(RJ) Rita Jenner (Suffolk NHS)
(RD) Rebecca Daniels (EAST LONDON NHS FOUNDATION TRUST) – Chair and minute taker
 (JR) Jane Ryall (SANDWELL AND WEST BIRMINGHAM HOSPITALS NHS TRUST
(ME) Marie Eyre (ROTHERHAM DONCASTER AND SOUTH HUMBER NHS FOUNDATION TRUST) 
(AFu) Angie Fudge (Sussex Community NHS Foundation Trust) 
(GC) Gemma Cove-Mullins 
(ST) Sian Thorne
(BG) Bianca Gardiner
(DO) Dave Owen
(SE) Sara Eacopo
(TW) Trudy Ward
(CC) Claire Connolly
(CT) Catherine Tinsley
(SL) Suzanne Lee
(SB) Shaik Begum
(SA) Sarah Allen
(SJ) Sarah Jeyes
(KS) Kaie Samoilov
(KB) Katrina Bottle
(CH) Caroline Hancox.
(KE) Kirsty Elliott
(BP) Bianca Postelmans
(CW) Caroline Welch
Heather Gray (HG) and Gill
(MV) Michelle Vizard
(RM) Rebekah Murch 


	Apologies
	Hazel Thomas
Louise Stringer
Alice Macdonald-Parry
Hannah
John Gowans

	Agenda: 
	
1) Public health offer and how is this delivered for your CYP with complex needs
2) Agreement Terms of Reference




	Item
	Discussion
	Action
	Deadline

	
Welcome and Introductions

	The group introduced themselves and shared their current job role and schools within their remit. Variety of school offers across the UK. 
Joint meeting with SAPHNA and UK CCN Network
	
	

	Michelle Vizard – pilot work
	MV – Left NHS last year and join management consulting firm working with NHS mail to identify groups not currently engaged with NHS Mail– independent school nurses identified as one group professionals. Pilot work to highlight the benefits – connectivity, access to networks and safeguarding including joining/access to the CP Sharing portal. 
Teamed up with NHS England Safeguarding. Green light for a pilot. Recruiting nurses to join the pilot across Surrey, Hampshire and Sussex> measure improvements in communication and collaborative working over a period of 3 months with aim to roll out nationally. SEN settings, state funded schools, any nurses working independent of NHS working within education settings. Must be a registered nurse on NMC register. 

NHS mail benefits – including office 365 and access to NHS futures platform (NHS E/I driving forward). Without NHS mail excluded from many aspects including bank and training portals. Ideally any HCP should be able to access NHS Mail so this pilot will aim to test the positive outcomes for further roll out. 
	Please contact MV -   Direct email: michelle.vizard@nhs.net
The link to the registration form is:  https://forms.office.com/r/zY9k32f4r5
We are at the stage where we now have the green light to run a small ‘proof of concept’ pilot. This pilot is focusing on Surrey, Hampshire and Sussex for three months. At the end of this period, metrics will be measure to evidence any improvement measures and to hopefully support the case for a full national roll out.

How can you help?  Sign up, if you are in Surrey, Hampshire or Sussex and / or spread the word. 
	

	Minutes from 22nd March 2022
	Reviewed and agreed as accurate – 8 weekly moving forward for 1 hr
AGP guidance has been withdrawn in education settings. 
	
	

	Public health offer – open discussion
	ED – leads two areas – both SSN which is CCG funded No local authority funding. No current PH involvement and not offered the Health Child programme from 0-19. SSN provides clinical needs as a priority and innovation across nurses have developed packages PH offers, sexual relationships and PHSE. Bespoke 121 work using social stories. No clear pathways or offer of delivery. No national guidance or local guidance for the offer (no one else in team has SCPHN). 

RD – most SSN teams are lacking staff with SCPHN qualification.

TW – would be helpful to Map out the core offer for PH element. Bespoke PH work in SS for many years by SSN. In Sussex SSN is commissioned to deliver the HCP. Pathways are developed for hearing and vision. Needs to map out what the core elements of the PH offer and where are those being met? Weight management may be another area. 

AFu – hearing and vision pathways in place for CYP in reception. Also covers new starters to schools. Undertake Height and weight baseline offer but do not submit data nor sent out the letters to families. FU conversations with families however. 

Schools that have less clinical need, nurse on site is able to deliver work on sleep and toileting. Not being met in all schools where higher clinical need is present. 

DO – Southampton piece work to bridge gap between SSN team and 0-19 team including transition into school. On IOW – 0-19 team SEN input and identify CYP coming through to SSN earlier, in return 0-19 to have a link nurse with SCPHN to support PH offer. To share at a later stage how this is working.

CC – Newcastle failing in lots of PH in Special schools – working with CCG to develop a new way of working with 0-19 service. Clinical needs take over and time is limited when clinical staff undertaking interventions in schools. 

GCM – same team as Claire – does have the SCPHN although working as CCN in SSN. Seen other side as PH nurse usually isn’t the support to deliver. 

RD – New team – letters have gone out with to two main schools regards the PH offer and SSN offer – PH are commissioned to meet the PH offer for CYP in the borough but working collaboratively. Hoping to bring back pathways once these are developed and can be shared. 

RJ – Should the mapping out of services for HCP be at a higher level? Could this be classed as discriminatory? Weight management isn’t being looked at within SSN as an example despite national concerns regards obesity. 

ED – Agrees regards national conversation about the role of nurses working with CYP with SEND should be? SCPHN not necessary as essential but a willingness to develop and deliver on PH can be via any registered nurse.  Some areas have employed specific staff to deliver the PH offer - ?Sunderland. 
Safeguarding also being carried out by SSN which would normally be carried out via the 0-19 teams – what are others doing? 

Caroline – nurse employed by LA/Education in a stand-alone school but worked as Complex care nurse before in Cumbria. New post, school is growing. 200 CYP+ Safeguarding supervision is not available due to not being part of the NHS. Are there any pathways or suggestions how to navigate support? Has spoken to SG lead in Cumbria, very rural. RD suggested a Service Level Agreement (SLA) for SG supervision to take place. Suggested contact designated Safeguarding nurse to help navigate (TW) for support and advice. RD suggested setting up local peer support group. 

SE – Mixed – two SS who have high clinical need, CC nurses in both who cover SG, CIN and Heights/weights. Dental/vision/hearing come in. SN main stream schools with SSN – one LD and one CCNS and deliver school programme with PH team. Sit within the same team and SSN that are all year round also manage the needs during the holidays.

RD – collaborative working across CCN and 0-19PH with allocated nurses from both teams. Named SSN would do the safeguarding as case managers for those allocated to SSN.  Positive to hear about LD nurses being integrated into SSN teams. 

Kirsty – LD practitioner – have 8 SCPHN across Warwickshire-  Work with Special Schools and PH campaigns in schools. Cover SEND continence workshops health needs assessments in main stream schools – trying to create a health needs assessment in Special schools. Also deliver bespoke packages

ED – Looking for health needs assessment questionnaires – would people be willing to share? Not got access to anything digital at the moment. Key points: Entry to school, one for seniors to pick up any needs for extra support. 

KE – use digital format for school readiness, year 6 and year 9. Developed questionnaires. Compass Wellbeing/Connect for health school nurses. 


Other questions – 


	All to email any resources for sharing to Rebecca.daniels@qni.org.uk


RD is setting a formal registration form to opt in so we can develop a MS teams group and access to files after the meeting finishes. 

	

	AOB
	KS asked re revalidation – RD any nurse can complete revalidation with reflective discussion and line manager can complete the rest of revalidation. RD offered to have reflective discussion. 
RJ – can student nurses be included within network meeting – yes if shadowing staff for the day – opportunity to learn about importance networking and collaboration
	
	

	Terms of reference
	Agreed – send feedback if amendments are required. 
	All to feedback within two weeks of meeting (2nd June) 
	
[bookmark: _GoBack]

	Requests for agenda items
	First aid in schools (DO)
Tasks – who are these allocated to? Nurse Vs LSA (BP)
	
	

	Next meeting
	Wednesday 6th July 2022 1400-1500hrs (every 8 weeks)
	
	



	Action Log

	Agenda No.
	Action captured
	Owner
	Timescale
	Completed

	
	
	
	
	

	March 22
	Share ED’s transition
	RD
	July
	


	March 22
	Share AFu transition pack
	RD
	July
	



	May 2022
	Update invites for 8 weekly recurring from July date
	RD
	July
	June 2022

	May 2022
	Email resources for sharing
	ALL
	Ongoing
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Special Educational Needs and Disabilities (SEND) Special Interest Group.

Terms of Reference.

1. Introduction

The School & Public Health Nursing Association has joined with the UK Children’s Community Nursing Network (UK CCNN) to convene a special interest group for nurses working with children and young people with Special Educational Needs and Disabilities (SEND). This is in response to nurses expressing a need to SAPHNA and the CCN network for opportunities to share and learn from their knowledge and experiences, to enhance their professional growth and development, therefore, improving the health and well-being of children and young people with SEND. 



2. Aim

The aim of the SEND special interest group is to provide peer support; an opportunity for nurses to share and learn from their knowledge and experiences. To help shape the future of nursing provision in schools for children with SEND.

The SEND SIG will provide advice and recommendations to relevant individuals and bodies. 

3. Objectives

The key objectives of this special interest group are:

a. To engage those involved in providing clinical and public health nursing in schools to children and young people with SEND.

b.  To share common issues and best practise.

c. The special interest group will, via their links and partnerships, including with NHSE, advise on local, regional and national guidance and best school nursing practise for children and young people with SEND.



4. Membership

a. Chair: the special interest group will be chaired by the UK CCNN lead Becks Daniels 

b. Co-Chairs are Elaine Davies and Rita Jenner from SAPHNA.

c. [bookmark: _GoBack]Membership is open to all registered nurses and student nurses working with C&YP with educational and health needs/disabilities in education settings.



5. Conduct of meetings 

Meetings will be held bi-monthly



6. Agreement and Review

Terms of reference agreed on 

Terms of reference to be reviewed in 12 months



SEND SIG Terms of Reference Version May 2022
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Relevant to: Northumbria Healthcare NHS Foundation Trust – paediatrics, 
community  
 
Keywords: technology dependent, tracheostomy, gastrostomy, life limiting, end of 
life, emergency care plans, EHCP, palliative care 
 


                     
Complex Health Needs – Transition Pathway/Special School Nursing and 


Children’s Community Nursing – Paediatrics 


Document Type: Clinical Guideline 
Clinical Lead: Dr B Bateman 
Author/s: Dr Gill Turner, Elaine Davies,  
Directorate: Child Health 
Approved by Sub Committee/Group: 
Child Health clinical policy group, 
Child Health clinical governance 


Date Approved by Sub Group: Dec 17 
Date Approved by Clinical Guidelines 
Group: 09.01.2018 
Date of Issue:  March 2021 
Review Date: March 2024 
Version: 2 


1. Criteria for use 
 


Pathway of care for young people with complex health needs attending special schools 
in Northumberland and North Tyneside and under the care of a NHCT paediatrician 
 


2. Exclusions 
 


Young people who do not have complex health needs. 
 







Young Person with Complex Health Needs 
 Transition Pathway 


 
This pathway is applicable for: 


 
Young people age 13/14 + (Year 9+) attending special schools identified with 


complex health needs  
End of Year 8 (age 13) 


 
1. Special School Nurse and Consultant Paediatrician to hold overview meeting to identify 
which YP in Year 9 have sufficiently complex health needs to benefit from inclusion in this 
pathway (e.g. technology dependent, tracheostomy, gastrostomy, life limiting, end of life, 
emergency care plans, palliative care).  
2. Record in patient’s hospital notes and on SystmOne in significant events. 
3. Decide which of these YP require a Hospital Passport, Emergency Health Care Plan 
and/or Standard Operating Procedure in addition to a – Transition Healthcare Plan (THP).   
4. Document in patient’s notes/SystmOne and add note on SystmOne significant events. 
 
Complete overview meeting record (appendix 1) and return to Dr. Gill Turner 
Consultant Paediatrician And Senior Special School Nurse Michelle Golightly.  
 


 
 
 
 
 


Year 9 (age 13-14) 
 


Special School Nurse to complete THP for each YP before clinic visit with 
Paediatrician. 


 
At School Clinic (ideally before YP’s Year 9 annual education review): 


1. Paediatrician and Special School Nurse to discuss function of THP with YP and 
parent/carer.  Ensure term “Learning Disability” is clearly on THP and clinic letter if YP 
does have LD. 
2. Share draft THP and give copy to YP and parent/carer for them to take away, amend 
and return to Special School Nurse. 
3. Encourage YP and parent/carer to attend primary care for 14+ annual LD health 
check. Special School Nurse to send reminder letter, scan letter onto SystmOne record 
and record in significant events. 
4. Discuss Emergency HCP and Hospital Passport if needed and agree how and when 
these are to be completed. Scan completed documents onto SystmOne and record in 
significant events 
5. Once THP returned from family, send copy to GP with clinic letter or later if there has 
been delay.   
6. Scan the completed THP onto Patients notes/SystmOne record which will add an 
alert to the patient record. Record in SystmOne significant events. 
 
 


 
 
 
 
 


 
Years 10, 11, 12 , 13 and 14 


 
1. Special School Nurse to review THP and update it as needed at clinic with 
Paediatrician annually. 







2. Special School Nurse to scan the updated THP onto the SystmOne record which will 
trigger an alert on the record. Add details of the meeting to patient records/SystmOne. 
Scan updated THP onto the record and record in significant events. 
3. Special School Nurse to send updated THP annually to the GP with covering letter. 
4. Special School Nurse to annually encourage YP and parent/carer to attend primary 
care for 14+ annual LD health check. Special School Nurse to send reminder letter and 
attach to SystmOne with a record in significant events. 
5. Six months before YP’s 18th birthday CCNs to send District Nursing letter detailing 
diagnosis, medication, other professionals involved, equipment and electronic equipment 
required. Attach letter to SystmOne with a record in SystmOne significant events. 


 
 


 
 
 
 
 


 
In the year before the YP leaves Special School 


 
 Paediatrician to arrange meeting with primary care professionals, YP, parent/carer, GP, 
CCN, and District Nurse if YP has on-going nursing needs.  
At this meeting: 
1. Give and discuss THP (with Hospital Passport and Emergency HCP if appropriate) 
2. Clarify if GP can manage all on-going health needs and if adult secondary care follow up 
is needed, agree who and where.   
3. Discuss possible future admissions to hospital (acute and elective), agree where and 
what support/preparation is needed to have this go well. 
4. Record the meeting in patient notes/SystmOne with a record in significant events. 
 
If the young person is enterally fed the CCN team will arrange a meeting with the 
Northumbria Home Enteral Feeding Team 6 months before transfer to adult services. CCN 
and Paediatric Dietician will be invited to the initial appointment with Adult Dietitian and 
Nurse specialist. See link below for Clinical Guideline for Transfer of young people who are 
enterally fed – paediatrics for further information on young people who are enterally fed. 
 
If the young person has a tracheostomy see link below for Clinical Guideline for Transfer of 
young people with tracheostomies - paediatrics 
 
 


End of Life Discussions and EHCPs (Emergency Health Care Plans) 
 
Discussions with a family about end of life care for a child with a life-limiting condition 
are sensitive and should always be personalized for that child/young person. Therefore 
how, where and when these discussions are held will vary between cases. They will 
usually be led by the child’s community paediatrician and the outcome documented in 
the Emergency HCP, which will be reviewed at intervals depending on the progression 
of the child’s condition and evolving views of the family about the plan. See Child and 
Young Person at End of Life – Paediatrics Pathway for further information. 
 
The community team can access support with care planning for end of life and 
managing end of life care from the Regional CHIPS team  nuth.chipsdoctors@nhs.net   
nuth.chipsnurses@nhs.net  Tel: 0191 9177570 
 
 
 
 
 
 
 







 
Key documents 


 Overview meeting record – Appendix 1 
 Transition Healthcare Plan – Appendix 2 
 SSN THP covering letter to GP – Appendix 3 
 Annual Healthcare Check with GP reminder letter – Appendix 4 and 5 
 Mental Capacity Act information to be sent with GP reminder letter – Appendix 


6 
 Responsibilities of the special school nurse and community paediatrician – 


Appendix 7 and 8 
 CCN letter to District Nurse – Appendix 9 


 
Links to Trust Guidelines below: 
 
Hospital Passport 
Emergency HCP  
End of life child and young person clinical guideline 
Guideline transfer of young person with tracheostomy 
Guideline transfer of young people enterally fed 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 







 
 
 


 
 
Health Transition for Young Person with Complex Health Needs 
 
Overview Meeting Record  
Present:   
Date:   
Special School:   
 
What documentation is needed for each YP with Complex Health Needs? 
 


 RAP Reason 
for RAP 


EmHCP Hospital 
Passport 


SOPs Named 
worker 


Epilepsy 
Plan 


 Year 8 
NAMES        
        
        
        
 Year 9 
        
        
        
        
 Year 10 
        
        
        
        
 Year 11 
        
        
        
 Year 12 
        
        
        
 Year 13 
        
        
        
 Year 14 
        
        


 
Please send completed grid, each academic year, to Consultant Paediatrician for Complex Health 
Needs - Dr Gill Turner. Gillian.Turner@nhct.nhs.uk 
Hexham General Hospital 
01434 655395 
 
And Senior Special School Nurse - Michelle Golightly Michelle.Golightly@nhct.nhs.uk 
 


Appendix 1 







 


RED ALERT                                  
 
Things you must know about me 


 
 


Name:  NHS Number:  


Likes to be known as:   
 
Address: 
 


Date of Birth  
 


Tel no 
 


GP:     
 
Address:      
 


GP Tel no 
 
 


Next of Kin:    


 


Relationship:  
 


Tel no:  
 


Main carer:    


 


Relationship:  Tel no:  


Social worker:   


 


Site:  
 


Tel no: 
 


Anyone with whom information should not be shared 
without consulting main carer? 


 


Religion:   


Current professionals involved: 
 


Professional Location Contact Number 
   
   


 
   
   
   
   


 
 
Respite: 
 
 


 
 
Current Medical Conditions: 
 
 
 
 
 


Current Medication (with dose and date): 
(include previous drugs tried for key conditions e.g epilepsy, spasms, pain) 
 
 
 


Appendix 2 – Transition 
Healthcare Plan V1 







 
 


Completed by: 
Include name, job title, address, contact number 
 


Date: 
 


 
Adapted from: Working Together (2009): Guidance for Hospitals, Families and Paid Support Staff 
 
 
 
 
 


Allergies: 
 
 


Advice regarding medical interventions: (e.g. how to take my blood, give medications, check BP and weight etc) 
 
 


 
Behaviours that may be challenging or cause risk:  
 
 
 
 
 
Levels of comprehension and capacity: 
 
 
 
 
 


 







 
Completed by: 
Include name, job title, address, contact number 
 


Date: 


AMBER ALERT 


 


Things that are really important to me 


Name:   


DOB:               


           NHS no:  
Communication 
How to communicate  
with me. 
 


 
 


Information sharing 
How to help me  
understand things. 
 


 
 
 
 
 


Seeing / Hearing 
Problems with sight  
or hearing. 
 


 
 
 
 
 


Eating (swallowing) 
Food cut up, choking,  
help with feeding. 
 


 
 
 
 


Drinking (swallowing) 
Small amounts,  
choking. 
 


 
 
 
 


Going to toilet 
Continence aids,  
help to get to toilet. 
 


 
 
 


Personal care 
Dressing, washing, periods etc 
 


 
.  
 
 


Moving around 
Posture in bed,  
walking aids. 


 
 


Taking medication 
Crushed tablets,  
injections, syrup. 
 
 


 
 
 
 
 


Pain 
How you know  
I am in pain. 
 


 
 
 
 


Sleeping 
Sleeping pattern,  
sleep routine 


 
 
 
 
 


Keeping safe 
Bed rails,  
controlling behaviour,  
how to calm me, 
 


 
 
 
 


Level of support 
Who needs to stay  
and how often? 
 


 
 
 
 


 







 


Adapted from:  Working Together (2009): Guidance for Hospitals, Families and Paid Support Staff 
 
 


Completed by: 
Include name, job title, address, contact number 
 
 
 
 
 


Date:  
 


 
 
 
 
 
 


Transition Health Action Plan 


(should be the same as the Health Action Plan in the GP 14+ annual health check) 


Name:   


DOB:   


NHS no:  
 


Health Issue Plan 
Does this young person 
have an emergency health 
care plan (EmHCP)? 


Yes – please attach 
 
No - consider if this would be appropriate and who is best placed to discuss 
with the YP and family/carers. 


If hospital admission is 
likely 


Complete a hospital passport 


  


  
 
 
 


  
 
 


 







 
 
 


 
 


 
 
 


School Nurses (Special Schools) 
      School address 


      Telephone 
 
 
 
Date: 


Dear Doctor 
 
Re:                           DOB 
Address: 
 
 
 
We have recently reviewed ….NAME….  Transition Healthcare Plan with …. 
Paediatrician NAME……. Please find enclosed an amended plan for your records. 
 
 
The transition plan will be reviewed annually until the young person is in their last 
year of school and preparing to transfer to adult services. Before …NAME… leaves 
school, a health transition professionals meeting will be called, ideally held at your 
practice with you, the young person, family and key professionals involved in their 
care, to discuss in detail with you the young person’s health needs and health 
transition planning. You will be given a copy of the final plan at that time. 
  
If you have any questions in the meantime please do hesitate to get in touch with the 
special school nurses or children’s community nursing team.  
 
 
Yours sincerely, 
 
Special School Nurse 
 
    
 
 
 
 
 
 
 
 
 
 
 
 


Appendix 3 
GP annual covering 
letter with THP 







 
 
 
 


 


 
  
 
 


  School Nurses (Special Schools) 
        School address 
        Telephone 
Date: 


Parents/ Carers, 


Re:                           DOB 
Address: 
 
From April 2014 the GP annual health checks offered to all adults with a learning 
disability were extended to include all young people with a learning disability from the 
age of 14 years  https://www.nhs.uk/conditions/learning-disabilities/annual-health-
checks/ 


We would like to take this opportunity to encourage you to access this service for 
…………………. In some practises this is completed by your family GP and in some 
by the Practice Nurse. Families tell us it has helped them develop a trusting 
relationship with the practice. This will be very beneficial to you and your young 
adult, particularly in the transition years from children services to adult healthcare 
services. 


The North Tyneside Local Offer sets out the support and services that are available 
for children and young people aged 0-25 years, with special educational needs. See: 
https://my.northtyneside.gov.uk/category/1243/local-offer-special-educational-needs-
and-disabilities-send  


The My Health Guide app is a useful tool. It provides a way for people with learning 
disabilities to hold on to and make sense of the information they are given about their 
health and wellbeing. See: https://www.myhealthguideapp.com/  


At Northumbria Health Care NHS Trust we have Learning Disability Nurses who can 
offer support when an adult with a learning disability accesses the acute hospitals. 
Please ask the staff caring for your son or daughter if you think we can make your 
young adult’s care smoother. Learning Disability Nurses are also available in 
Newcastle hospitals. The Learning Disability Service can look to adjust services to 
meet the needs of people who need extra support. Small adjustments can lessen 
anxiety for people with a learning disability. 


For example: 
- Quieter times for appointments 
- Double appointment times 
- Pre-visits to wards 


Appendix 4 
North Tyneside GP 
annual health check 
reminder letter 







- Side rooms 
- Easy read information 


Useful Resources for Preparing for Adulthood  
 
North East &Cumbria Learning Disability network website: 
https://necldnetwork.co.uk/ 
 
Video for YP about the annual health check for people 14+ with Learning Disabilities 
https://www.youtube.com/watch?v=e3ZSPDyBAVA 
 
link to a short film made for parents/carers about the Mental Capacity Act and how it 
applies as young people approach adulthood 
https://learningdisabilitymatters.co.uk/resources-to-support-the-rights-of-children-
and-young-people-with-learning-disabilities-to-reasonable-adjustments-across-
settings-so-they-can-enjoy-the-best-of-life-and-reach-their-full-potential/ 
 
Link to Disability Matters with useful sources of support and information including 
access to a free online workshop about how the Mental Capacity Act matters. 
https://learningdisabilitymatters.co.uk/preparing-for-adulthood/ 
 


We are copying this letter to your GP.  [For children with Downs syndrome include: 
please see information for GP’s in the link for children with Downs Syndrome 
https://www.rcgp.org.uk/clinical-and-research/resources/toolkits/health-check-
toolkit.aspx  


    


If you require any further information please contact us on the above telephone 
number. We have also enclosed further information on the mental capacity act which 
is an important law for people with a learning disability. 


Kind regards, 


 


School Nurses (Special Schools)   


 


CC GP   


 
 
 
 
 
 
 
 
 
 
 
 
 







 
 
 
 
 
 
 
 


 


  School Nurses (Special Schools) 
      School address 
      Telephone 
Date: 


Parents/ Carers, 


Re:                           DOB 
Address: 
 
From April 2014 the GP annual health checks offered to all adults with a learning 
disability were extended to include all young people with a learning disability from the 
age of 14 years  https://www.nhs.uk/conditions/learning-disabilities/annual-health-
checks/ 


We would like to take this opportunity to encourage you to access this service for 
…………………. In some practises this is completed by your family GP and in some 
by the Practice Nurse. Families tell us it has helped them develop a trusting 
relationship with the practice. This will be very beneficial to you and your young 
adult, particularly in the transition years from children services to adult healthcare 
services. 


The Northumberland Local Offer sets out the support and services that are available 
for children and young people aged 0-25 years, with special educational needs. See: 


https://www.northumberland.gov.uk/Children/Northumberland-Local-Offer-SEND-0-
to-25-years/Your-local-offer.aspx 


The My Health Guide app is a useful tool. It provides a way for people with learning 
disabilities to hold on to and make sense of the information they are given about their 
health and wellbeing. See: https://www.myhealthguideapp.com/  


At Northumbria Health Care NHS Trust we have Learning Disability Nurses who can 
offer support when an adult with a learning disability accesses the acute hospitals. 
Please ask the staff caring for your son or daughter if you think we can make your 
young adult’s care smoother. Learning Disability Nurses are also available in 
Newcastle hospitals. The Learning Disability Service can look to adjust services to 
meet the needs of people who need extra support. Small adjustments can lessen 
anxiety for people with a learning disability. 


For example: 
- Quieter times for appointments 
- Double appointment times 
- Pre-visits to wards 
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- Side rooms 
- Easy read information 


 
Useful Resources for Preparing for Adulthood 
 
North East &Cumbria Learning Disability network website: 
https://necldnetwork.co.uk/ 
 
Video for YP about the annual health check for people 14+ with Learning Disabilities 
https://www.youtube.com/watch?v=e3ZSPDyBAVA 
 
link to a short film made for parents/carers about the Mental Capacity Act and how it 
applies as young people approach adulthood 
https://learningdisabilitymatters.co.uk/resources-to-support-the-rights-of-children-
and-young-people-with-learning-disabilities-to-reasonable-adjustments-across-
settings-so-they-can-enjoy-the-best-of-life-and-reach-their-full-potential/ 
 
Link to Disability Matters with useful sources of support and information including 
access to a free online workshop about how the Mental Capacity Act matters. 
https://learningdisabilitymatters.co.uk/preparing-for-adulthood/ 
 
We are copying this letter to your GP.  [For children with Downs syndrome include: 
please see information for GP’s in the link for children with Downs Syndrome 
https://www.rcgp.org.uk/clinical-and-research/resources/toolkits/health-check-
toolkit.aspx  


If you require any further information please contact us on the above telephone 
number. We have also enclosed further information on the mental capacity act which 
is an important law for people with a learning disability. 


Kind regards, 


 


School Nurses (Special Schools)   


 


CC GP   


 
 
 
 
 
 
 
 
 
 
 
 
 
 
 







 
 
 
 
 
 


 


 


The Mental Capacity Act (2005) for Young People 16+ 


 


The ‘Mental Capacity Act’ is an important law for people with a learning disability. It 
protects vulnerable people over the age of 16 around decision-making. 


 


Mental capacity is the ability to make an informed decision based on understanding 
a situation, the options available, and the consequences of the decision. 


 


The ‘Mental Capacity Act’ helps make sure that people who may lack capacity to 
make decisions on their own get the support they need to make those decisions. 


 


Just because someone is not able to make one decision, this does not mean they 
can’t make other decisions. People should always support a person to make their 
own decisions if they can do so. 


 


Where they are not able to make their own decision, the Mental Capacity Act says a 
decision must be made that is in their ‘best interests’. This means they make the 
decision for the person, but when making the decision, they must do so in the 
person’s ‘best interests’. 


 


For more information and to download a very useful resource pack to guide you 
through the key information visit https://www.mencap.org.uk/advice-and-
support/mental-capacity-act 


 


Here is a link to a short film made for parents/carers about the Mental Capacity Act 
and how it applies as young people approach adulthood. 


https://learningdisabilitymatters.co.uk/resources-to-support-the-rights-of-children-
and-young-people-with-learning-disabilities-to-reasonable-adjustments-across-
settings-so-they-can-enjoy-the-best-of-life-and-reach-their-full-potential/ 


 


Disability Matters also have useful sources of support and information including 
access to a free online workshop about how the Mental Capacity Act matters. 
https://learningdisabilitymatters.co.uk/preparing-for-adulthood/ 
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Health Transition for Young Person with Complex Health Needs 
 


Responsibility of Special School Nurse 
 
May/June  
 
Set meeting date with Community Paediatrician 
 
Before end of summer term 
 


- Meet with Community Paediatrician  
- discuss all current Year 8 YP and decide who would benefit from this 


pathway 
- Record on Overview Meeting Sheet and return to Community 


Paediatrician Gill Turner and Michelle Golightly, Senior Special School 
Nurse (for audit) 


- Review process for those on the pathway in Years 9 – 14 
- Detail of the family’s transition named worker (usually LD social worker) 


must be added to the SystmOne record.  
- Groups and relationships on the young person’s SystmOne need to be 


checked annually and amended if required. 
- Details of meetings with primary care and appropriate SOP’s must be 


recorded by the CCN or SSN and attached. A record should be made in 
SystmOne significant events when meetings take place or new documents 
are added to provide an audit trail. 


- Send reminder letter to all year 9 YP and above to remind them to attend 
their annual health check appointment with their GP. Attach copy of the 
letter to SysmOne and record entry in significant events.    


 
 
For school leavers 
 
Autumn Term 
 


- Write THP for all those YP identified on the pathway ideally before their 
Year 9 educational review and before their Out-Patient Appointment with 
the Community Paediatrician 


 
- Identify those YP on this pathway who will be leaving school next year.   


 
- Inform Community Paediatrician which YP require a meeting with primary 


care in the Spring Term 
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Responsibility of Community Paediatrician 
 
May/June  
 
Respond to request for meeting date with Special School Nurse 
 
Before end of summer term 
 
Meet with School Nurse 


- Discuss all current Year 8 YP and decide who would benefit from this 
pathway 


- Review process for those on the pathway in Years 9 – 14  
 
At OP reviews with YP on this pathway (annually) 
 


- Encourage attendance at Annual LD health check with GP 
- Receive draft THP from Special School Nurse, write the “Purple – 


Transition Health Action Plan” section and share with Special School 
Nurse, YP and family 


- Consider need for EmHCP and discuss as appropriate with family 
- Complete EmHCP if indicated 


 
 
For school leavers 
 


- Be informed by Special School Nurse which YP are leaving school this 
year and will require meeting in primary care. 


- Arrange meeting in primary care for YP, Parent/carer, GP, DN, SHA, you 
and care manager/SW/named worker if appropriate 


- Attend meeting in primary care to facilitate transition to GP management  
- Arrange any referrals to adult secondary care if any are agreed to be 


needed at that meeting. 
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Children's Community Nursing Service 
Wansbeck General Hospital 


Woodhorn Lane 
Ashington 


Northumberland 
NE63 9JJ 


 
Tel: 01670 564070 


Date:   
 
District Nursing Team 
 
Patient Details 
 
 Address 
    


Dear District Nurses 
 
Further to our telephone conversation, XXXXXXXX is going to be 18 years on 
………………………………. This letter will provide you with information to start the 
transition process. I have obtained consent from the family to contact you and share 
information. 
 
 
Diagnosis  
 
Medication 
 
Other Professionals Involved 
 
Equipment 
 
Electronic Equipment Required. 
 
We look forward to working with you during XXXXXXXX transition phase into adult 
services. 
 
 
Yours sincerely 
 
Children’s Community Nurse 
 
CC:  Parents 
        GP 
         Paediatrician 
         Dietitian 
         Adult Nutricia Nurse (HEF) 
         Tertiary services 
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This is for you to 



keep all your 



health records 



together 
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Barnardo’s Moving Forward Project West Sussex Health 



 * moving.forward@barnardos.org.uk 



Barnardo’s Registered Charity Nos. 216250 and SC037605 



 



Promoting health, life skills and independence in 
young people aged 14 -25 years old (year 10 and 



above) with a learning difficulty or disability 



 











 Barnardo’s Moving Forward Project West Sussex Health works with West 
Sussex Community NHS Foundation Trust to empower young people aged 
14-25 years old (in year 10 and above) who have a disability or learning 
difficulty living in West Sussex.  



The aim of the service is to improve young people’s independence in       
accessing their local health services as they move from childhood to 
adulthood. Young people will be supported to access local community         
resources and have the opportunity to build their skills, empowering 
them to take control of their individual health needs. 



 



Service eligibility 



The service is provided to young people living in West Sussex with a range 
of needs including: 



· Learning difficulties 



· Autistic Spectrum Disorder 



· ADD & ADHD 



· Complex health needs 



Referral and assessment 



Following receipt of a referral an initial home visit will be undertaken by 
service staff. In discussion with the young person and their parent/carer an              
“All About Me plan” will be completed which will determine the service to 
be provided and the outcomes to be achieved. This is a free service. 



 











 Meet the team 



CJ Mickey 



Health & Life Skills Project Worker 



07960 319 657, cj.mickey@barnardos.org.uk 



Garrett Craig 



Children’s Service Manager 



07940 455 915, garrett.craig@barnardos.org.uk  



Isy Bleakman 



Health & Life Skills Project Worker 



07872 049 000, isabelle.bleakman@barnardos.org.uk 



Staff have over 20 years combined experience of working 
with young people who have a variety of disabilities or 
learning difficulties.  



Staff are DBS checked and receive mandatory training in child            
protection, safeguarding, data protection, health and safety, equality 
and diversity as well as specialist training in first aid and epileptic first 
aid, food hygiene and communication such as Makaton, IIT and PECS. 



The service also has a team of seasonal project workers and 
volunteers who support the day-to-day running of our               
programmes ensuring that your young person has an                         



enjoyable experience whilst with us. 











The Healthy Lifestyles youth group is a 8 week programme which runs 
twice a year. Whilst focussing on young people’s health needs the service 
will support young people in becoming more independent, increasing 
their confidence and expanding their  social circle.  



Each week young people will explore a different health topic and                    
purchase ingredients to cook their evening meal.  



What will we cover? 



· Healthy eating and personal fitness 



· Cooking 



· Personal hygiene and dental health 



· Sexual health (including contraception, online safety, healthy/safer                                
relationships) 



· Alcohol/substance misuse 



· Minor illnesses/medication management/access to GP or pharmacists 



When?  



Monday 27th September 2021 - Monday 22nd November 2021, 5.30pm-8.30pm 



Monday 24th January 2022 - Monday  21st March 2022, 5.30pm-8.30pm 



Where? 
Venues across West Sussex TBC 



Due to the Covid-19 pandemic, support can be offered via online platforms 











 



Health skills workshops comprise of days out with a different health and 
life skills focus. The service will support young people in becoming more          
independent, building their confidence and expanding their social circle 
whilst learning valuable health and life skills. 



The aim of these days is to equip young people with the skills needed as 
they transition from childhood to adulthood.  



 



Themes and dates: 



· Sexual health and healthy relationships (Easter holidays) 



· Mental health and well-being (May half term) 



· Healthy lifestyles (Summer holidays) 



· Personal hygiene (Summer holidays) 



· Accessing medical care (Summer holidays) 



Health skills workshops are located at a variety of venues across 
West Sussex.  



 



Content can vary depending on the needs highlighted by young                 
people, their families and professionals working with them. 



 



Due to the Covid-19 pandemic, support can be offered via online platforms 











  



Barnardo’s Health Skills Personal Support offers individual, tailored pack-
ages which is young-person-led and based on their assessed needs for up 



to 6 months of support.  



The focus of the service is to build on a young person’s confidence to 
manage their own health needs successfully in an adult-centred                          



environment. 



Support is provided on a 1:1 basis between 7am and 10pm, seven days a 
week. Session times can vary according to need or personal                                    



circumstances and can take place via online if required. 



 



 



 



 



 



Support can include: 



· Cooking 



· Healthy eating and personal fitness 



· Building self esteem and independence 



· Social skills and healthy relationships 



· Low-level health care tasks (medication self-administration) 



· Accessing local health services 



· Travel training to health services and appointments 



· Attending health appointments and meetings 



· Mental health support 











 



Barnardo’s Moving Forward Project  



Surrey and Sussex Main Office 



South East and Anglia Regional Office,  



Unit 1 Satellite Business Village, Crawley,  



West Sussex, RH10 9NE  



  



* moving.forward@barnardos.org.uk 



 



Barnardo’s Registered Charity Nos. 216250 and SC037605 
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Produced & available from South East Coast Ambulance Service NHS Foundation Trust    enquiries@secamb.nhs.uk



Autism alert
My medical condition  
impairs my ability to  
communicate with others.  
As a result I may have difficulty 
understanding directions, and I 
may not be able to respond to 
your questions. I may also become 
physically agitated if you touch me 
or move too close to me.



Please do not interpret this 
behaviour as a refusal to 
cooperate. I am not intentionally 
defying your instructions.



Useful 
information



Medications



I take the following  
medication:



I have problems taking medicine:



Yes □       No □
Allergies:



Communication 
needs



I would find it helpful if:



I can read:  



Yes □       No □



Phone 999 if you 
or someone with 
you is badly hurt 
or very ill. 



Call 111 if you need 
medical help that  
is not an emergency. 



My name is:



Date of birth:



Address:



I have a  
learning disability 
and require  
certain care
My disabilities are:



My specific care needs are:



Emergency 
contacts
Name: 



Relationship: 



Telephone number: 



Name: 



Relationship: 



Telephone number: 



Medical contact: 












This is me My Care Passport.pdf




My name is:



I like to be known as:



Click here 
to add your 
photo from 



your computer



This is essential reading for all staff working with me. It gives important information about 
me. This passport should be kept visible and used when you talk to me or think about me.



This passport is a pdf file that can be typed into, saved and updated using Adobe Acrobat Reader. 
Go to: www.surreyhealthaction.org to download it free of charge. You could also print it off and write on it.



Things you 
must know 
to keep me 



safe



Things that 
are important 



to me



My likes 
and 



dislikes



Please return my passport to me when I go home.



This is me  
My Care Passport



It should be kept with me and brought with me into any care setting, including hospital.











Where I currently live:
For example - supported living or my family home.



Who to contact for more information about me:
Please say name, role and contact phone number.



Other key professionals involved in my care:
Please say name, role and contact phone number.



Key person / people to liaise with about my admission and discharge:



This passport was filled in by:				    Date:



More basic information about me



Hours of support I get each day:



This passport needs to be updated if my needs change.











More basic information about me Things you must know about me



Please give details including what 
my reactions would be.



1. Adverse drug reactions, allergies or intolerances.



TABLETS



Other ways I communicate  - signing, pictures or other languages ?
How I show how I feel. How I communicate yes and no.



2. Communication - How well I use and understand speech



3. Food and drink - Food allergies / intolerances and help choosing



Do I need help filling in menus?  How I make food and drink choices.      
See also the likes and dislikes section.











Toothache



TABLETS



4. Eating and drinking - What help I need



5. Pain - How I show I’m in pain and how to support me



6. Other medical conditions - Such as diabetes, epilepsy, asthma and depression



7. How I take medication - One tablet at a time, on a spoon or via a syringe



Does my food need to be cut up or liquidised?   Do I use dentures to eat?
Do I use special equipment?   



See separate medication list.



Do I need help to make sure I have swallowed?



If there is a risk I may choke please give details of my management plan and seating & posture. 











Does my food need to be cut up or liquidised?   Do I use dentures to eat?
Do I use special equipment?   



8. How to support me with medical interventions



9. How I usually am - for example do I sleep a lot, am I usually very quiet?



12. Things that may worry or upset me - How I may show this.



10. How do I react to strange places?



11. Keeping me safe - Do I wander?      Could I fall out of bed?         Do I fall?



Things like taking my temperature, blood pressure, blood test and having injections.



Please consider environmental risks.











14. Behaviours I have that may be challenging or cause risk



13. How to support me if I’m anxious or upset - Also see the likes and dislikes section. 



What you can do to support me with my behaviours - things that help me relax.



15. My sight -  Any problems I have, aids I use like glasses or magnifying glass.



16. My hearing - Any problems I have, aids I use like a hearing aid?



Can I clean my glasses myself?



Can I put my hearing aid in myself?    Do I know how to turn it on?



17. Other vital information - Such as advance care decision.



If I have a ‘Lasting Power of Attorney’ please specify whether it covers ‘Health and Welfare’ and/or ‘Finance 
and Property’. Please also say if I have an ‘End of Life Care Plan’.



Please also say who holds these documents and how to contact them.











Important people Level of support I need when well



Things that are important to me



Family, friends & staff who support me. Who needs to stay and how often.



How I use the toilet when I am well -e.g. continence aids and getting to the toilet.



Moving around - for example posture in bed, walking aids and wheelchair.



Personal care - support I need with things like dressing, washing and teeth cleaning.



Sleeping - my sleep pattern / routine / time of waking.



Do I need help with moving around?



Z
Z



Z











Things I like



My likes and dislikes



Could include:



Music, TV, foods, activities and how I 
relax.



Things I don’t like



My history - What is important that you know about my life (past and present)



Could include:



Things that worry me, foods, activities 
and ways I don’t like being treated.



Please also use this space for any further information.



Based on a previous ‘Hospital Passport’ this version is designed to be used for all people within a variety of care settings. 



The content was developed together by Surrey and Borders Partnership NHS Foundation Trust  Acute Liaison, Specialist Therapies 
and Older Adults services, Royal Surrey County Hospital and the Surrey Alzheimer’s Association.



This passport was designed by The Clear Communication People Ltd using our Easy Pics imagebank.
Email: mike@communicationpeople.co.uk for more information.



We would be delighted to receive your feedback on this document.  
Please go to www.surveymonkey.com/s/NGKYMG7 and complete our short feedback form.  
We will use the information to review and update the document in the future.  Thank you.



WWW
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My Services 
 
Name:  
 
 



Children’s service Name Location/Contact 
details 



Adult’s 
service 



Name Location/contact 
details 



 
School Nurse 
 



     



 
G.P. 
 



     



 
CYP Community 
Nurse 
 



     



 
Paediatrician 
 



     



 
Other Consultants  
 



     



 
Audiology  
 



     



 
Physiotherapy 
 



     



 
Occupational 
Therapy 
 



     



 
Speech & 
Language Therapy 



     



  
Dietician 
 



     



 
Social Worker 
 



     



 
School or college 
setting 



     



 
CAMHS 
 



     



Short Breaks 
(Respite)  
 



     



Children’s 
Continuing 
Healthcare 
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Wheelchair 
services 
 



 



 



Lifelong service 



 
Carers at home 
 



     



 
Dentist 
 



     



Opticians 
 
 



     



Other – please 
specify 
 
……………………
…….. 



     



Other – please 
specify 
 
……………………
…….. 



     



Other – please 
specify 
 
……………………
…….. 



     



Other – please 
specify 
 
……………………
…….. 



     



Other – please 
specify 
 
……………………
…….. 



     



Other – please 
specify 
 
……………………
…….. 



     



Other – please 
specify 
 
……………………
…….. 



     



Other – please 
specify 
 
……………………
…….. 
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Private & Confidential 
 
 
 
 
 
 
 
 



 
 



Dear < first name> and your Parent/Carer, 
 
I am writing to you about Health Transition, however I am aware that you may need support 
in reading and understanding what Health Transition means for you and your family. 
Moving from children’s health services to adult health services, known as ‘Health 
Transition’, is an important journey for you < first name> and your family. Health Transition 
should be a gradual process, with families receiving guidance and support from 
professionals. It is recommended that the transition planning process starts at the age of 14 
years. 
  
I, alongside others involved in your care, will be supporting you through this Health 
Transition I have enclosed an information pack for your use. The enclosed Care Plan sets 
out the steps we will be taking together to make transition as smooth as possible. This pack 
contains information on the following documents and services; 
 
1. What is Transition? 
2. Your step-by-step guide to Transition 
3. This is me My Health Care Passport in paper form also available online 



https://www.sussexcommunity.nhs.uk/downloads/services/learning_dis_health/ldhft-
hospital-passport.pdf. 



4. Ask 3 questions leaflet 
5. Mencap Easy Read Information Annual Health Check 
6. Learning Disability Health Facilitation (LDHF) team leaflet 
7. Barnardos Moving Forward 
8. Choose well poster- traffic light system for choosing health services 
9. South East Ambulance wallet information cards 
10. Blank list of Paediatric and Adult professionals and contact details 
11. Blank list of equipment and who is responsible for maintaining the equipment (please 



complete as applicable) 
                           



You may wish to add any other relevant health documents that you receive from other 



health professionals supporting your transition. 



Special School Nurse 
<name of school> 
<school address> 



  
Telephone: <school address> 



 
Email: <generic Special School Nurse email address> 



 
 



Date: <date> 
 



NHS no: < NHS number> 



< first name and surname> 
< Home address >   











Patient Name: < first name and surname>               NHS No: < NHS number>  DOB: < DOB>   
 
 



Page 2 of 2 



A Health Care Passport is a nationally recognised document and a resource to enable all 



professionals to understand and communicate with you effectively, with the aim of 



improving your independence and supporting you to live a healthy life.  I am enclosing a 



blank Health Care Passport; please can you complete it together, alternatively you can do 



this digitally by downloading the document from the link above.  



Your Health Care Passport should be updated when necessary as it’s a very helpful 



document to enable professionals to support you well; for example, if you had an inpatient 



stay in hospital you may wish to take a printed copy with you.    



All the time you are at this school, I will be available to support you both with your health 



transition, please contact me either by email or telephone (details below) to discuss any 



queries or concerns that you may have. 



 
 
Yours sincerely, 
 
 
< name of Special School Nurse>  
Special School Nurse 
 



If you require this information in another format or language, or you 
need help communicating with us please contact me <school phone 



number> or Email: <generic Special School Nurse email address> 
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Transition Letter to Young Person Review Jan 2022 



 



 



 



What is Transition? 



  Transition means change. Here we 



mean moving from a child into adult services where you will 



meet new health professionals. 



 



 



  In transition, we will work together and 



with other people to support you in making choices and give 



you some control in your life. 



 



 



Your Transition Plan lets people know what you  
would like to do in the future and who can help you achieve it. 
Transition Planning will start from age 14 and may go on until 
you are 25. 
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Your step-by-step guide to Transition. 



 



 Your transition journey starts when you are 14 years old. 



 



You should be at the centre of all planning for your future. 
 
 



 Lots of people who know you well will support you to live  



your life the way you want 



 



 



Health Care 



 



 Your parents /carers and health staff will help you complete 
a health care passport, which you will need to take with you if and when 
you go into hospital. It will help hospital staff to know your wishes and 
how you wish to be cared for. 



 
Every Year! Your health care passport should be looked at each year 
to see if things have changed and if you want to add more to it. 
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   16 years old  



 



 Your parents/carers and professionals you know will help 
you to plan for your future. You may need a meeting to look at what 
health care you may need after you are 18 years old. This is known as 
Adult Continuing Health Care Assessment.  
 
Who makes the decisions when I am 16?  
 
A law called the Mental Capacity Act says when you are 16 we can help 
you to make decisions by yourself if you are able. Some decisions can 
be difficult to make yourself and someone else may need to make the 
decision for you. This must be what is best for you. 
 
To find out what is best for you they will: 
 
Speak to people who know you well 
Make sure you are always involved with the decision  
Listen to what you say you want. 
 
The Mental Capacity Act is very important. Further details can be found 
at: https://www.local.gov.uk/sites/default/files/documents/easy-read-
guide-pdf-16-pa-2cc.pdf 
 
Your parents may find this website helpful 
https://myadultstillmychild.co.uk/ 
 
At 18 years old who makes decision for me? 
 
If you find it hard to make decisions about your treatment and health 
when you are 18, the Mental Capacity Act and Deprivation of Liberty 
Safeguards (Liberty Protection Safeguards) could be used. 
  
Lots of information may be given to you about treatment or maybe 
going into hospital and it can be hard to understand.  
 





https://www.local.gov.uk/sites/default/files/documents/easy-read-guide-pdf-16-pa-2cc.pdf


https://www.local.gov.uk/sites/default/files/documents/easy-read-guide-pdf-16-pa-2cc.pdf
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People involved in your care and treatment would have to think very 
carefully about the decisions they make for you, to make sure those 
decisions are good for you. 
 
If you have any questions please speak to your family or a member of 
staff. Further details can be found at: 
https://www.scie.org.uk/files/mca/directory/20150120-DoLS-easy-read-
DH.pdf?res=true  
 
Confidentiality 
 
Any information we have about you we will keep confidential.  
We will not tell anyone else about your care that does not need to know 
and we will always tell you first if we feel we need to talk to someone 
else. 
 
 
Questions I need to ask: 



 



 
                 You can use this space to write down any questions you have about Transition:  
  



 



 



 



 



 





https://www.scie.org.uk/files/mca/directory/20150120-DoLS-easy-read-DH.pdf?res=true
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My Equipment 
Name:  



 



 
Type of equipment 



Serial Number 
if applicable 



Date of 
last 



serviced 
Contact details if broken/needs servicing 



 
Leg splints 
 



N/A N/A  



 
Banana board 
 



   



Wheelchair    



 
Bed 
 



   



 
Mattress 
 



   



 
Commode 
 



   



 
Lecky chair 
 



   



 
Standing frame 
 



   



 
Tracking hoist 
 



   



 
Mobile hoist 
 



   



 
Bath lift 
 



   



 
Bath board 
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My Consumables/ Supplies 
Name:  
 



 
Type of 
consumable/item 
 



 
How many used 
and how often 



 
Name & Contact details for who provides consumables  
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The Health Facilitation Team  



We will 



 encourage the GP Surgery to do 



annual health checks 



 provide a link nurse for every GP 



Surgery 



 work with you and your carers to help 



you access your health appointments 



 work with the GP Surgery to help you 



stay healthy 



 give the GP Surgery easy read 



information 



 



 



 



The Hospital Liaison Team 



We will help you with 



 what to expect on your hospital visit 



 what to bring with you when you 
come to hospital 



 understanding your treatment 



 



We work with hospital staff to 



 help them understand the needs of 
people with a Learning Disability 
 



 to help them find easy read 
information 



 



 



Meet the 
Health Facilitation Team 



 



 



Laura Croucher 
Health Facilitator for 
Chichester, Bognor and 
Chanctonbury  
 



Tel: 01273 696011 
Ext: 8596 
 



 



Corinne Spouse 
Health Facilitator for 
Worthing, Adur & Arun 
 
Tel: 01273 696011 
Ext: 8596 
  
 



 



Daisy-Anne Hack 
Health Facilitator for 
Horsham & Mid-Sussex 
 
Tel: 01403 227000 
Ext: 7341 



 



 



Lynn Kempshall  
Bank Nurse & Health 
Facilitator for Crawley 
 
Tel: 01403 227000 
Ext: 7341 



 
 



Meet the  
Hospital Liaison Team 



 



 



AnneMette Box 
Acute Liaison Nurse for  
Princess Royal Hospital 
 
Tel: 07833 436677 
 
 
 
 



W



a 



 
Shona Murphy 
Acute Liaison Nurse for  
Worthing Hospital & 
Southlands Hospital 
 
Tel: 01903 205111  
Ext: 85863 
 



 



Trish Taylor 
Acute Liaison Nurse for 
St Richards Hospital 
 
Tel: 01243 788122 
Ext: 33199 
 
 



 



Ellie Dunn 
Acute Liaison Nurse for 
East Surrey Hospital & 
Queen Victoria Hospital 
 
Tel: 01403 227000  
Ext: 7341 
 
 



 



 





Tel:01403


Tel:01403








 
 



  



 



 



 



 



  



 



 



 



  



  



Learning Disabilities 



Health Facilitation Team 



 



 
 



We work with people who have  



learning disabilities  



aged 14 years and upwards 



 



 
If you would like to make a referral  



to the Health Facilitation Team  
please contact: 



 



 



 
Tel: 01403 227000 
 
Ext: 7341 



 



 
Email: 
 
SC-TR.LDHF-Horsham@nhs.net 
 



 



 



Meet the Team Lead 
 



 
 
 



Christine Mazek 
Team Lead 
 
 
Tel: 01403 227000 
Ext: 7341 
 
 
 



Meet the Apprentices 



 



 



Sarina Cacioppo 
Learning Disabilities 
Health Facilitation Team  
Apprentice Practitioner 
 
Tel: 01273 696011 
Ext: 8132 or  8134 



 



 



Jason Robinson 
Learning Disabilities 
Health Facilitation Team  
Apprentice Practitioner 
 



Tel: 01403 227000 
Ext: 7341 
 



 
 



Our Team 





http://thepulse.sussex.nhs.uk/
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My Equipment


Name: 








			


Type of equipment


			Serial Number if applicable


			Date of last serviced


			Contact details if broken/needs servicing





			


Leg splints





			N/A


			N/A


			





			


Banana board





			


			


			





			Wheelchair


			


			


			





			


Commode





			


			


			





			


Lecky chair





			


			


			





			


Standing frame





			


			


			





			


Tracking hoist





			


			


			





			


Mobile hoist





			


			


			





			


Bath lift





			


			


			





			


Bath board





			


			


			





			


Bed


Named Professional responsibility transferred to ………………………


Date …………………….





			


			


			





			


Mattress











			


			


			





			








			


			


			





			








			


			


			











			My Consumables/ Supplies


Name: 








			


Type of consumable/item





			


How many used and how often


			


Name & Contact details for who provides consumables 
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Community Learning Disability Teams Leaflet Feb 2021v2.pdf




 



There are 3 Community Teams     



If you need to see us, you can phone or write to us:        West Sussex  Community Learning  



             Disability Teams (CLDT) 



 



 



 



 



 



 



 



 



 



 



 



 



 



 



 



 



 



 



 



  



 



 



 



 



 



 



     Lifelongservicesadultsduty.coastal@westsussex.gov.uk  



    lifelongservicesadultsduty.northern@westsussex.gov.uk 



   lifelongservicesadultsduty.western@westsussex.gov.uk  





mailto:lifelongservicesadultsduty.northern@westsussex.gov.uk








 



 



We can help with… 



 



 
Psychology and Behaviour Practitioners  



 



 



Understanding your feelings 



 



Understanding your  behaviour 



 



Making changes in your life 



Psychiatry 



 



An assessment of your mental 



health 



 



 



Medication and advice about 



your mental health 



 



Speech and  Language Therapy 



      



      Communicating in the best way  



   for you       



 



    Understanding 



 



 



Eating and Drinking 



Physiotherapy 



 



  Posture and Joint Health 



 



    Staying Active and Steady  



 



     Pain and Injury 



 



      Breathing and Chest Health 



Occupational Therapy 



 



         Looking after yourself 



 



       Learning new skills 



 



 



     How you spend  your time 



Learning Disability Nurse 



 



    Helps with your physical health 



 



    Supports you to have a healthy 



body and  a healthy mind 



 



Helps you with relationships 
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Updated 02.06.21 
 



 



OneCall (Coastal) 



OneCall is a single point of access to adult community services for all patients registered with 
an NHS West Sussex GP who receive health services within the West Sussex area. 



OneCall Coastal provides a single telephone number to enable patients and professionals to 
access adult community services in their locality enabling the right community service to be 
identified to meet the patient’s need. 



OneCall Coastal is a single point of access for access for all referrals to Coastal Locality SCFT 
Community Teams, including Community Nursing Teams, Community Occupational Therapists 
and Community Physiotherapists. 



OneCall facilitates care in patients' own homes. 



They provide: 



 24/7 service, 365 days a year all SCFT Community Services 



 Access to services, including the Rapid Assessment and Intervention Team; GP in A&E; 
Paramedic Practitioner; Community Nursing Teams, Specialist Nursing Teams, Community 
Physiotherapists, Community Geriatrics Service and Dementia Crisis Team and access to 
community beds across Coastal West Sussex 



 Signposting and linking referrers to community based services or outside agencies 



 



Coverage  



 



Bognor Regis, Chichester, Lancing, Littlehampton, Midhurst, Pulborough, Shoreham, Steyning 



Storrington, Worthing 



 



Contact Details 
 



Phone the 24 hour number 01903 254789 follow the instruction for which option to choose 



 
Email: SC-TR.OneCallCoastalReferrals@nhs.net  



 



More information is available on the web page, link below 



OneCall / OneTeam (Coastal) (sussexcommunity.nhs.uk) 



https://www.sussexcommunity.nhs.uk/services/all-services.htm?postid=109021 





mailto:SC-TR.OneCallCoastalReferrals@nhs.net
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Updated 02.06.21 
 



 



OneCall (North)  



OneCall is a single point of access to adult community services for all patients registered with 
an NHS West Sussex GP who receive health services within the West Sussex area. 



OneCall North provides a single telephone number to enable patients and professionals to 
access adult community services in their locality enabling the right community service to be 
identified to meet the patient’s need.  



OneCall North is a single point of access for all referrals to North Locality SCFT Community 
Teams, including Community Nursing Teams, Community Occupational Therapists and 
Community Physiotherapists. 



OneCall facilitates care in patients' own homes. 



They provide: 



• 24 hour access, 365 days a year for all SCFT Community Services 
• Access to services including: Admission Avoidance Teams, Clinical Assessment Unit at 



Crawley Hospital, Paramedic Practitioners, Community Nursing Teams, Specialist Nursing 
Teams, Community Physiotherapists, Overnight Nursing Service, Night sitting service 



Coverage 



Burgess Hill, Crawley, Ditchling, East Grinstead, Hassocks, Haywards Heath, Horsham, 
Hurstpierpoint 



Contact Details 



Phone the 24 hour number 01293 228311 follow the instruction for which option to choose 



 
Email: SC-TR.OneCall-North-ReferralsOnly@nhs.net 



 



More information is available on the web page, link below 



One Call (North) (sussexcommunity.nhs.uk) 



https://www.sussexcommunity.nhs.uk/services/all-services.htm?postid=109019 



 





mailto:SC-TR.OneCall-North-ReferralsOnly@nhs.net
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Private & Confidential 
 
 
 
 
 
 
 
 



 
 



Dear < first name> and your Parent/Carer, 
 
I am writing to you about Health Transition, however I am aware that you may need support 
in reading and understanding what Health Transition means for you and your family. 
Moving from children’s health services to adult health services, known as ‘Health 
Transition’, is an important journey for you < first name> and your family. Health Transition 
should be a gradual process, with families receiving guidance and support from 
professionals. It is recommended that the transition planning process starts at the age of 14 
years. 
  
I, alongside others involved in your care, will be supporting you through this Health 
Transition I have enclosed an information pack for your use. The enclosed Care Plan sets 
out the steps we will be taking together to make transition as smooth as possible. This pack 
contains information on the following documents and services; 
 
1. What is Transition? 
2. Your step-by-step guide to Transition 
3. This is me My Health Care Passport in paper form also available online 



https://www.sussexcommunity.nhs.uk/downloads/services/learning_dis_health/ldhft-
hospital-passport.pdf. 



4. Ask 3 questions leaflet 
5. Mencap Easy Read Information Annual Health Check 
6. Learning Disability Health Facilitation (LDHF) team leaflet 
7. Barnardos Moving Forward 
8. Choose well poster- traffic light system for choosing health services 
9. South East Ambulance wallet information cards 
10. Blank list of Paediatric and Adult professionals and contact details 
11. Blank list of equipment and who is responsible for maintaining the equipment (please 



complete as applicable) 
Delete as necessary             



12. One Call  
13. Community Learning Disability Team 
 



Special School Nurse 
<name of school> 
<school address> 



  
Telephone: <school address> 



 
Email: <generic Special School Nurse email address> 



 
 



Date: <date> 
 



NHS no: < NHS number> 



< first name and surname> 
< Home address >   











Patient Name: < first name and surname>               NHS No: < NHS number>  DOB: < DOB>   
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You may wish to add any other relevant health documents that you receive from other 



health professionals supporting your transition. 



A Health Care Passport is a nationally recognised document and a resource to enable all 



professionals to understand and communicate with you effectively, with the aim of 



improving your independence and supporting you to live a healthy life.  I am enclosing a 



blank Health Care Passport; please can you complete it together, alternatively you can do 



this digitally by downloading the document from the link above.  



Your Health Care Passport should be updated when necessary as it’s a very helpful 



document to enable professionals to support you well; for example, if you had an inpatient 



stay in hospital you may wish to take a printed copy with you.    



All the time you are at this school, I will be available to support you both with your health 



transition, please contact me either by email or telephone (details below) to discuss any 



queries or concerns that you may have. 



 
 
Yours sincerely, 
 
 
< name of Special School Nurse>  
Special School Nurse 
 



If you require this information in another format or language, or you 
need help communicating with us please contact me <school phone 



number> or Email: <generic Special School Nurse email address> 
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Special School Nursing Service North Tyneside 



The Special School Nursing service, is commissioned through the Clinical Commissioning Group and is operated by Northumbria Healthcare NHS Foundation Trust. 

[bookmark: _GoBack]The service consists of a Team Lead and a skill mix team of nurses and support workers. The nurses are on site daily at two schools with children attending with complex physical health. Outreach school nursing support is also provided to schools supporting children and young people with moderate learning difficulties and behavioural, social and emotional needs. The nurses support children and young people in the schools with specialist health needs, which include physical disability, tube feeding, respiratory issues, diabetes, complex epilepsy and prescribed medication. The nursing team additionally provide the school nurse statutory safeguarding role, provide emotional and behaviour support to children, young people and families and public health nursing in the schools. Support is available for transition. For children with complex health needs a transition healthcare plan is completed in partnership with their paediatrician. Health promotion and support with the PSHE curriculum including relationships and sex education is provided by the service. You’re Welcome accredited drop in services are available at 3 sixth form sites. 

Pupils and staff at the two main sites have daily access to registered nurses to provide on-site nursing advice, professional liaison, assessment, care planning and healthcare training for school staff. The Special School Nursing Service has a multi-disciplinary team approach, working and liaising with many health partners and education staff to ensure all available support is provided to children in school with everyday physical complex health needs and those with complex life limiting conditions or fluctuating health needs. This may include: 

· Pupils feed daily enterally - gastrostomy, nasogastric, jejunostomy

· Pupils with complex respiratory everyday needs - tracheostomy, ventilation, nasopharyngeal airways, suctioning, oxygen therapy. 

· Pupils with complex epilepsy - seizure profiles & plan development, VNS, rescue medication protocol e.g. buccal midazolam

· Pupils returning to school after surgery with post-operative needs including tissue viability.









Current Caseload:



· Base 1 - 202 children and young people with a diversity of learning needs including physical, medical and sensory needs and autism.

· Base 2 - 146 children with profound and multiple learning difficulties.

· Outreach school 1 - 126 children with complex moderate learning difficulties and those on the autistic spectrum.

· Outreach school 2 - 36 young people with autistic spectrum condition and moderate learning difficulties.

· Outreach school 3 - 127 young people with moderate learning difficulties and/or behavioural, social and emotional needs.

· Outreach school 4 - 117 children and young people with moderate learning difficulties and/or moderate learning difficulties. 



Our Journey

During the Pandemic the nursing team continued to work from their base sites. They were not redeployed. They provided nursing support to children and education staff and outreach support, advice and bespoke resources to children and families not attending school. The proactively contacted families and spoke to the child’s MDT whenever there was a need. The nurses provided fit testing for education staff to be fitted with the correct PPE for Aerosol Generating Procedures. The nurses supported Covid testing in school supporting the school to implement PHE guidance.  The service received lots of positive feedback from families and schools about the support given during this time.

The service responds to all notifications from the Local Authority for information for EHCP’s. The service provides health information on a standard template for EHCP annual reviews where there has been an agreed identified health need. The nurses receive the dates of the review meetings and agree with the schools SENCO which ones would be beneficial for them to provide information for and attend. The nurses support the individual child’s needs and work closely with the families and key personnel in school. Through a partnership approach with education, identified healthcare needs for these children are then met. The service facilitates smooth transition between school, home and into adult health services, or between settings.

Northumbria Healthcare Trust’s transition clinical guideline was refreshed in 2020 and training has been given by the Team Leader to the special school nursing team in 2021. A recent audit has been undertaken to evaluate if all young people eligible to be included in this pathway are transitioning appropriately into adult services. The audit has showed improvements particularly in promoting and reminding young people with LD aged 14+ to attend their GP annual healthcare check.     

At the beginning of January ’21 new investment from the CCG enabled the service to appoint a nurse to be part of a new SEND programme. We have utilised this new investment to develop a new health needs assessment (HNA) for children starting nursery or reception class at the two base sites. This assessment is completed by the newly appointed nurse with parents as soon as their school place is confirmed. Bespoke resources and health advice are given to the family to help with readiness for school. From the HNA a school profile health document is prepared for education staff so they are fully informed of the child’s needs and can plan in partnership with the nursing team for the child’s safe and supported transition into school. Feedback from parents and the schools has been that this work is extremely beneficial to families and school staff with all parents rating the usefulness of the support from the nurse a 9 or 10 out of 10. 

What action we are taking

· Work with NHCT service leads, the Commissioning Lead in the CCG and the DCO on continuing to refresh and develop appropriate service guidelines, protocols and policies for the service.

· To feed into the Local offer development and refresh annually.

· To continue to explore opportunities to evidence service outcomes.

· Offer all parents at the base sites the opportunity to complete a Health Needs Assessment Questionnaire to request information and advice on their child’s health and wellbeing. The service has developed new self-help information booklets on a range of health themes that link to the HNA for children with SEND. 

· Continue to develop programmes of public health to groups, individuals and families. One example includes ‘coffee and chat sessions’ for parents to speak to the team and other parents informally about any worries they have about their child’s health or emotional well-being. These sessions have been started in April ‘22 and have been very well received by parents.



Case Studies

Case study 1

Background

An 11-year-old boy was refusing his epilepsy and cardiac medications at home. It was not known to the nursing team that this had been an issue for over a month and was only discovered by one of his nurses whilst attending a TAF meeting for his sibling. After a brief chat with the pupil the nurse discovered his none compliance was due to the ‘gritty’ taste of the liquid medications. It was agreed with his mum that the nursing team would do some work with the pupil on how to take tablets instead of liquid medication. 

Action

The nursing team used Kidzmeds resources and videos which is available through Northern Paediatrics led by Dr Yincent Tse, consultant paediatrician in Newcastle. The kidzmeds resources are excellent and helped the nurses to understand the best way to teach the pupil to swallow the tablets safely. A one to one practical session was carried out, using small sweets as dummy tablets and a water bottle with a spouted lid. Lots of praise was given throughout the session to encourage the pupil to swallow the smallest sweet progressing to a larger sweet. The session was extremely successful with the end result being that the pupil was able to swallow the biggest sweet (tablet) in one go very easily.

Outcomes and impact

The nurse liaised with his epilepsy nurse to get his epilepsy tablets prescribed, along with a plan for an increasing dose due to him not having any medication for a while and the likelihood of side effects if he was started back on his full dose. It was agreed with mum that we would support her by getting the child to take his new medication (in the form of tablets) in school each morning for the first two weeks, with a view to handing it back over to the responsibility of his mum when the child was totally confident. Reward charts where put in place to assist with this and the pupil was very proud to show us his new skills. Without the success of this intervention the child would not have been taking his medication and would be susceptible to seizures at home and school and emergency hospital admission. 



Case study 2

Background

An 11-year-old girl was very anxious and upset daily in school due to a planned operation for bladder and stoma surgery. Due to this she was being taken out of lessons and being sent home when she was upset, it was getting to the stage where she wasn’t able to learn anything in school. Her concept of time was distorted and she was unable to understand that the operation was planned for another 12 weeks away. The girl had a very good relationship with the nurses in school as she usually saw them every day for her medication.

Action

The nursing team agreed with mum that they would complete a piece of work with her to help her understand more about her operation and help her see that it was not something that was happening in the next couple of weeks. The nurses liaised with her specialist nurses at the RVI to get the most up to date and accurate information about her planned surgery and details of which websites had useful information. The nurses met with this pupil every week for 8 weeks and talked about how her appearance would change following her surgery as this was her biggest concern. They looked at photos and helped her draw what her stomach area would look like afterwards and how this might make her feel, exploring all of the different emotions that are normal to feel before and after any type of surgery.

The nurses also showed her age appropriate and simple videos of the surgery and testimonies of other children who had similar surgery to help her understand how she will carry out her daily activities afterwards. All of this helped her to understand the process of what was going to happen and reduce her main worries.

With the help of her class teacher we made a visual chart so that she could tick off the weeks prior to the surgery so she could visually see how far away the surgery was. We also tried different juice flavours to find one that she liked the taste of, ready to mix with her bowel prep that she would need to take prior to her surgery.

Outcomes and impact

The nursing support this pupil received helped reduce her anxieties about when the surgery was going to happen and the worries about how the surgery would affect her body image. The completed work resulted in the pupil being happier and more settled in school. The pupil was once more able to concentrate on her school work and have fun with her friends again.



Case Study 3

Background

The nurse for the SEND programme completed a Health Needs Assessment with a parent for her 4-year-old son who was due to begin full time school at one of the base sites. He was diagnosed with ASD and during the assessment, mum expressed some concerns that she would appreciate advice and support with. These included his level of continence, his diet and weight and his challenging behaviour. Mum was finding things difficult as she also had two other smaller children with special educational needs. 

Action

The nurse provided mum with advice regarding continence, discussing setting the scene for toilet training and the benefits of using a step approach to introducing a toileting routine. Step one was agreed for mum to change the child’s pads in the bathroom whilst working towards step 2 of sitting on the toilet with a reward. The nurse also referred the child into the continence service for the provision of containment products. Dietary advice was given but as the appointment was held remotely the nurse was unable to assess the child’s weight at that point. Mum agreed for the nurse to see the child when he started school. They discussed that mum had access to support from her health visitor regarding the child’s challenging behaviour and that she would ask for further support. The nurse completed the school profile document and met with his classroom teacher and support assistants to discuss and talk through this information so they could prepare for the child’s transition into school.   

Once the child had started school, the nurse assessed the child’s weight. The measurements confirmed that he was above the 99th centile for his BMI in the very over weight category. The nurse then discussed with mum completion of a food diary and SMART goal setting. Multiple snacks appeared to be the main problem. Mum was sending in a packed lunch with snacks for him that he was having alongside his school lunch and mum was also giving a snack on his return from school before his main meal. A plan was agreed that the child would just receive a healthy snack that was provided by school that all other children access. This would either be a plain biscuit or a piece of fruit. Mum would no longer send in a packed lunch for him as there were no concerns around him eating school lunches.

They discussed his behaviours around eating; Mum was advised not to not use food as a motivator or a reward for good behaviour. Challenging behaviours that Mum described included hitting and kicking when Mum refused him food or stealing food from his brothers’ plates. The nurse encouraged Mum to ‘ignore unwanted behaviours where possible and praise non-food related behaviours such as sitting nicely at the table and using good manners. 

Outcomes and impact

The parent has been very receptive to all advice and strategies discussed despite not being concerned about his weight in the original assessment. She has begun to implement more of a routine at home that mirrors the routine that the child has at school. There have been improvements in the child’s behaviour at home and to his diet. A therapeutic relationship has been formed with the child’s parent who requires on-going support. The child’s diet and weight will be monitored regularly over the next 6 months. Advice and support to help the child achieve continence will be provided.



Key Contact

Elaine Davies, Team Leader

Tel: 07795413396

Elaine.Davies2@northumbriahealthcare.nhs.uk
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